Abstract: Introduction. Basic health care is beyond the reach of many families, partly due to lack of health insurance. Many of those with insurance also experience unmet need and limited access. In this study, low-income parents illuminate barriers to obtaining health care services for their children. Methods. We surveyed a random sample of families from Oregon's food stamp population with children eligible for public insurance, based on household income. Mixed-methods included: (1) multivariable analysis of data from 2,681 completed surveys, and (2) qualitative study of written narratives from 722 parents. Results. Lack of health insurance was the most consistent predictor of unmet health care needs in the quantitative analysis. Qualitatively, health insurance instability, lack of access to services despite having insurance, and unaffordable costs were major concerns. Conclusions. Parents in this low-income population view insurance coverage as different from access to services, and reported a hierarchy of needs. Insurance was the primary concern; access and costs were secondary.
Uninsurance, known to inhibit access to care, [7] [8] [9] [10] [11] significantly affects U.S. children: among the nearly 47 million uninsured Americans, over 9 million are uninsured children. 12, 13 A majority of these uninsured children qualify for publicly-funded insurance programs, such as Medicaid and the State Children's Health Insurance Programs (SCHIP), but have either lost coverage or become disenrolled due to various barriers. [13] [14] [15] [16] Oregon has a high rate of uninsured children, 13, 17 and over 60% of uninsured Oregon children appeared to be eligible for some form of public coverage in 2004-a higher percentage than is estimated for uninsured children nationally. 11, 18 As struggles to reauthorize SCHIP continue, [19] [20] [21] [22] Oregon and several other states are focused on enrolling uninsured but eligible low-income children.
In this context, it is important to step back and examine the role that insurance plays in helping low-income children obtain necessary health care and to consider how it compares with other factors affecting access. Past research has concluded that most low-income parents are familiar with Medicaid and SCHIP, but restrictive regulations and confusing organizational structures keep public health insurance out of reach for some low-income families and contribute to coverage instabilities for others. 14, 17, [23] [24] [25] [26] [27] [28] [29] [30] [31] [32] [33] [34] [35] [36] [37] [38] [39] [40] [41] Less is known about how parents feel about public insurance offerings and whether they believe that getting and maintaining coverage is worth the effort required. Despite the wealth of evidence linking insurance to better health care outcomes, how much does health insurance matter to poor families? Also, beyond health insurance coverage, what factors do low-income parents identify as major influences on whether their children's health care needs are met or not?
Most previous studies of factors influencing children's health care access have focused on patterns of insurance enrollment and service utilization. 14, 17, 40, 42, 43 Study methods often include the use of administrative data, claims data, secondary analysis of national surveys, and key informant interviews, all of which are several steps removed from the actual life experiences of poor and underserved families. We collected information directly from low-income parents about the importance of health insurance and other possible factors affecting access to health care for their children. This study was part of a larger effort, the Oregon Children's Access to Health Care Survey (CAHS), which was launched in 2005, shortly after Medicaid reforms. In the early 1990s, the Oregon Health Plan (OHP) was a national model for innovative Medicaid program expansions that facilitated more comprehensive insurance coverage for entire families. 44 As happened in many states, a fiscal crisis in Oregon at the turn of the century led to the implementation of cost containment policies for the OHP starting in 2003, including benefit reductions and increased premiums. 45 These changes have been associated with the loss of insurance for thousands of adults in Oregon's low-income families. [46] [47] [48] Although Oregon's cutbacks were targeted at adults, children may have been indirectly affected. The CAHS collected cross-sectional, statewide data from low-income families in Oregon's food stamp population to assess the potential impacts of Medicaid policy changes on children. For this paper, we conducted a quantitative analysis of factors associated with children's unmet health care needs from all survey respondents and a qualitative analysis of written comments from responses to a concluding open-ended survey question that asked, "Is there anything else you would like to tell us?" With this mixed-methods approach, we had two primary aims: (1) to examine, both quantitatively and qualitatively, whether parents from this low-income population believed health insurance coverage for their children was important; and (2) to learn more from parents about factors that affect their efforts to obtain necessary care for their children.
Methods
Study population and data collection. To identify a large group of families with children who were likely eligible for public insurance coverage, the study sample was drawn from all 84,087 Oregon families enrolled in the federal food stamp program at the end of January 2005 with children between the ages of 1 and 18 years of age. At that time, both the public insurance and food stamp programs required a household income less than 185% of the federal poverty level and proof of the child's U.S. citizenship. (Families with only children under one year of age were excluded due to different public insurance enrollment procedures for these infants.) A stratified, random sample of 10,175 food stamp families was drawn with purposeful oversampling to ensure adequate representation from rural areas and uninsured families. A focal child was then randomly selected from each household, and parents were clearly instructed to answer survey questions about only this child. After four-waves of mailing from March-May 2005, we excluded 1,539 families who had moved out of state or to another location with no forwarding address information available. Completed surveys were received from 2,681 of the 8,636 eligible households in the random sample (for a 31% response rate). This response rate is consistent with other similar surveys of Medicaid-eligible populations. 3, 48, 49 Data from the 2,681 completed surveys were used in the quantitative analysis. The additional written comments from 722 parents were used in the qualitative analysis. Demographic characteristics of the original sample were similar to those responding to the survey and those contributing additional written narratives. (Data available from lead author upon request.) For the quantitative analysis, we assigned individual response weights depending on the probability of original selection into the random sample. To account for non-response, final weights assigned to each respondent case were further adjusted using a raking ratio estimation process. 50, 51 All reported quantitative results have been weighted back to the overall study population of 84,087 households, unless otherwise described. (More information about the raking ratio estimation process available from the lead author upon request.) Survey instrument. The Oregon Children's Access to Health Care Survey was developed to allow parents to report about various health-related issues for one randomlyselected focal child during the previous year. Survey questions were grouped into four major sections: child's health insurance status, child's access to various health care services, child's demographic information, and family information (primarily demographics and parental insurance information, collected only from the parent/guardian who completed the survey). Most survey questions were adapted from widely accepted and validated national surveys. [52] [53] [54] [55] Written at a fifth grade reading level, the mail-return survey instrument contained 62 questions with multiple-choice response options and a final open-ended question: "Is there anything else you would like to tell us?" For validity testing of the self-administered instrument, cognitive interviews were conducted during a pilot test phase with a small sample of low-income parents. Surveys were translated into Spanish and Russian (the two most common non-English languages among this population) and then independently back-translated to ensure fidelity of translation. The Oregon Health & Science University Institutional Review Board approved the survey and all aspects of the study protocol (OHSU eIRB# 1717).
Quantitative analysis. The quantitative analysis used a standard bivariate and multivariate analytical approach. Five outcome variables were measured pertaining to access that measured unmet health care needs (medical, prescription and dental), delayed urgent care, and ambulatory care visits (see Appendix for details on these variables). In addition to children's health insurance status as the main predictor variable, chi-square bivariate analyses facilitated the identification of several other independent variables significantly associated with at least one of the outcome variables among the low-income study population (p,.05). These covariates included age, race/ethnicity, parental employment, household income, parental insurance status, place of residence, and whether or not the child had a usual source of care. Because Oregon's predominant minority population is Hispanic and a large number of Hispanics in the sample reported Hispanic as their race, we created a combination race/ethnicity covariate (White, non-Hispanic; Hispanic, any race; non-White, non-Hispanic). Rural residence was determined based on ZIP code designations from the Oregon Office of Rural Health. These covariates are consistent with conceptual models of health services utilization described previously by Aday, Andersen, and others. 56 No significant (p,.05) interactions between the primary children's health insurance predictor variable and the other covariates were noted.
After selection of all significant variables, we applied a series of logistic regression models to assess independent associations between each predictor variable and each outcome variable, while controlling for all other potentially confounding factors. SPSS 14.0 software with the complex samples module was used to conduct statistical tests and make estimates with variance adjustment required for the complex sampling design of the survey (SPSS 14.0 for Windows, Chicago: SPSS Inc.).
Qualitative analysis. The qualitative analysis team included a diverse group of health services researchers including a family physician, a doctorally-prepared quantitative and qualitative senior researcher, a medical student jointly enrolled in a public health master's program, and a research associate from our rural practice-based research network. We also received feedback during the process from two state policy researchers.
Initially, we identified our sub-sample of 722 parents who contributed narrative comments sufficient for analysis and then, aided by SPSS 14.0 software, confirmed that this sub-sample had similar demographic characteristics to those of survey respondents and those of the total eligible sample. After this preliminary review, each team member independently read the narratives and assigned themes. We then met to create a codebook of tree nodes using NVivo qualitative software 7.0 (NVivo7, Melbourne: QSR International Pty Ltd).
We repeated our individual reviews with codebook guidance and met regularly to conduct the narrative analysis using adapted immersion/crystallization techniques. During these meetings, we revised the codebook to reflect the multiple interpretations of all team members and policy research collaborators. We then subjected each text entry to line-by-line coding and re-reviewed it for relevance to the established nodes.
After the discovery of three major subthemes directly relevant to children's health care access barriers, we conducted a further in-depth analysis to see if the child's health insurance status was associated with different reporting of three subthemes. We also examined whether reports were different based on whether or not the child had a usual source of care. For this analysis, we conducted matrix-coded queries in NVivo with imported health insurance data from matched entries in the complete SPSS dataset. In a final authors' meeting to synthesize quantitative and qualitative study findings, it became evident that families reported their needs in a hierarchical order. We designed a conceptual model-The Snowman Model-to illustrate this hierarchy of needs among this low-income population for obtaining children's health care.
Results
Quantitative analysis. In the bivariate analyses, having health insurance and a usual source of care were the two covariates most consistently associated with better access to health care in all five outcomes measured. Racial and ethnic differences were significant in all measures; however, the highest rates of unmet need were not consistently seen among the same group. Parental health insurance was significantly associated with all measures except unmet prescription need. Parental employment appeared significant when considering unmet medical and dental needs, and household income was significantly associated with unmet prescription need. Rural children had higher rates of unmet medical and dental needs than others (Table 1) . Qualitative analysis. The 722 respondents who provided additional written comments wrote passionate narratives about numerous difficulties obtaining health care for themselves and their children. Consistent with findings from the quantitative analysis about how insurance coverage was a key predictor associated with the lowest rates of unmet health care need, narrative respondents were most concerned about a total lack of parental insurance coverage (36%) and significant insurance coverage gaps for their children (23%). Other comments related to two additional sub-themes about access barriers (23%) and cost barriers for children (20%). In a closer examination of the three themes that parents related directly to children's unmet health care needs-coverage gaps, lack of access, and unaffordable costs-the rates of reporting about each theme appeared to differ based on the current and continuous health insurance status of the focal child. Fewer reporting differences were noted based on whether or not the child had a usual source of care (Table 3) .
Race/ethnicity
Not surprisingly, gaps in children's insurance coverage was the most commonly cited concern among parents with uninsured children. Among all families, parents with children currently uninsured were more likely to share concerns about coverage gaps for their children than those with current children's coverage. Most often, parental comments expressed frustration with inflexibilities in the public system, such as income requirements and age limits. For example,
• My raise at work did not outweigh my loss of [Medicaid] Access barriers topped the list of concerns for parents with publicly-insured children (26% reported access vs. 15% unaffordable costs and 18% insurance gaps). Similarly, a greater proportion of families with current public insurance coverage for their children reported access barriers (26%) than of families with uninsured children (13%) or privately-insured children (20%). These access comments were most often about a shortage of providers or non-covered services. Examples to illustrate these points include:
• It is great that we have the OHP but it is very hard to find a doctor or dentist that will accept you. We have to drive for 1.5 hours just to see a dentist for a check-up or cleaning. One parent reported not applying for public insurance coverage because of the access difficulties:
• I've heard that it's hard to find doctors who are accepting new OHP patients. We are generally healthy, so we are risking it. [Child: 10 yrs, female, non-Hispanic White, uninsured, urban, household income between 101-133% FPL, parent currently uninsured.]
Cost barriers were a concern to a greater proportion of parents of privately-insured children (32%) than of those with publicly-insured (15%) or uninsured children (15%). With cost concerns at the top of their list (32%) compared with insurance gaps and a lack of access (17% and 20%, respectively), many of these families described making difficult choices about their children's health due to cost:
• The doctor orders prescriptions, then we can't get them because they cost so much.
[Child: 9 yrs, female, non-Hispanic White, public health insurance, urban, household income between 51-100% FPL, parent currently has public insurance.] • We make sure our children get the medical care and medications they need, but sometimes this leaves us without money for other things. There is no feeling in the world worse than trying to figure out if you should really take an injured child to the doctor or not because of lack of money. [Child: 3 yrs, male, non-Hispanic Black and American Indian, public health insurance, rural, household income between 1-50% FPL, parent currently uninsured.] • I believe we don't qualify for OHP because we had a COBRA option, but we couldn't afford it because it was $763-more than my rent.
[Child: 9 yrs, male, non-Hispanic White, private health insurance, urban, household income between 133-185% FPL, parent currently has private insurance.]
Summary of findings.
In the quantitative analysis, having health insurance was most consistently associated with the lowest rates of unmet need. Even with insurance, some parents reported difficulty obtaining necessary health care services for their children. One in five insured children rarely or never got immediate care as soon as it was needed. Qualitatively, parents were greatly concerned about their children's unmet needs and most often identified children's insurance coverage gaps, lack of access to health care services, and frustrations about the costs of medical care as the major contributing factors. Concerns about the difficulties accessing necessary health care services and unaffordable costs were more common among families with health insurance coverage (publicly-insured and privately-insured, respectively), while uninsured families were more focused on obtaining and maintaining insurance coverage.
discussion
In the low-income population studied, parents of insured children were less likely than parents of uninsured children to report unmet children's health care needs. Similarly, narrative responses from a subset of these parents revealed that health insurance coverage for both parents and children matters greatly to this population. When describing their experiences navigating the health care system, parents made distinctions between insurance coverage and access to services, and there seemed to be a hierarchy of concerns. Insurance coverage was the primary concern; access and costs were secondary. Reporting of these three themes was disproportionate, depending on the child's insurance status, further demonstrating the primary importance of insurance.
We created a modified Venn diagram (the Snowman Model) to depict this hierarchy of needs, synthesizing our quantitative and qualitative findings (Figure 1 ). The largest, anchoring snowball is stable and continuous insurance coverage. Once a health insurance foundation is secured and covers the entire family, then families can direct attention towards accessing services and worrying about costs. Gaining easy access to services is the next concern to arise, and has two major arms: provider acceptance of insurance and insurance coverage of services. For families with public insurance as the foundation, there was more concern about access barriers. In this population, if the insurance plan does not have provisions for certain services or if providers do not accept the coverage, there are limited options for obtaining the care. In this case, cost was probably not reported as a problem because most of the children were going without the services. After the barriers of obtaining insurance and access are overcome, the next concern is cost, represented by the top of the snowman. For those with private insurance, access may have been somewhat better but at higher, and often unaffordable, costs. While there is a hierarchy, all three elements-insurance, access, and cost-are related. Over all three themes is the sense of emotional and financial security that comes when the snowman is balanced. If stable insurance begins to melt away, access and cost become unstable (metaphorically, the snowman leans over). Eventually, the snowman collapses (melts) requiring a fresh start in rebuilding again. Once insurance is solidly in place, it still takes continued effort to achieve optimal access at an affordable cost. Previous studies have demonstrated that significant access and utilization barriers exist for poor, uninsured children. 8, 9 As confirmed by our study, insurance status is not a static phenomenon and parental concerns extend to the instability of coverage. Parents constantly fear the loss of insurance, which can be devastating to a child's care. Even short insurance gaps are increasingly recognized as frequent and significant barriers to care. 58 Gaps act in a "dose-response" manner to inhibit access to care and increase unmet medical need-the longer the gap, the worse the problems with access. [59] [60] [61] Having stable, continuous insurance is associated with better access to health care and less unmet need, 11 but insurance alone is not a guarantee of access to health care. As recently reported, even privately-insured children do not get optimal quality health care up to 50% of the time. 4 Beyond insurance, many other factors affect whether children have unmet health care need. As other risk factors mount, including language barriers, lack of parental education, and poverty, children experience greater barriers to accessing care. 2 Findings from this study contribute to current discussions about how insurance coverage, while important, may not provide unfettered access to quality health care for low-income children. This study confirms that parents are aware of these factors, and goes beyond past research in using a mixed-methods approach to develop a conceptual framework of the hierarchy of health care needs for low-income children (the Snowman Model in Figure 1 ). This hierarchical model of health care needs illustrates the need to restructure the current health care system in the United States beyond measures that expand insurance coverage.
Study considerations. Interpretation of the data here requires consideration of some important issues. First, families already connected to at least one system of public benefits (food stamps) may encounter fewer health insurance coverage problems than the low-income population generally. In addition, every state has a unique health insurance environment, so parental perspectives may differ depending on how the state administers public insurance programs. Because the data from this study can only be generalized to Oregon's food stamp population, these results may understate the prevalence of insurance instabilities among all low-income families. This study, however, does capture the relationship between lack of insurance and higher rates of unmet need.
Second, for budgetary reasons, the survey was only administered in English, Spanish, and Russian; telephone follow-up was not possible. Although the survey was written at a fifth-grade reading level with no writing requirement, it is also likely that low literacy rates among this population contributed to a lack of response from many potential participants. While our response rate is comparable to other similar studies of Medicaid-eligible populations, even some that employed telephone follow-up and personal interviews, response bias remains an important consideration. The comprehensive food stamp administrative database allowed us to account for slight demographic differences between respondents and non-respondents in the weighting process. The raking ratio estimation adjustments for non-response were also conducted to further address this anticipated bias.
Finally, there is always the potential for recall bias with self-reported data. To minimize recall bias, validated questions were used from national surveys that ask respondents to recall events and occurrences only in the past 12 months, and several questions pertained to similar topics. Narrative responses to the open-ended question may have been biased by the content of the survey, which included specific queries about health insurance coverage for both children and parents, access to health care, and costs of health care. These questions did, however, provide several opportunities to report barriers and concerns about access to health care. It is significant that, after completing the survey, many parents still felt compelled to write further narratives about their situations. Finally, it is possible that we received narrative responses from only those families who encountered the most difficulties with the system, so the results may not be generalizeable to all families. The sub-sample, however, does have demographic characteristics similar to the original population.
Conclusions and Policy Implications
As a foundation for children to have adequate access to health care, families must be able to obtain and maintain stable insurance coverage. Parents of low-income children are greatly concerned about maintaining health insurance coverage for both their children and themselves, yet current fiscal constraints have led many states to terminate public health insurance coverage for parents and to increase restrictions on continuous children's coverage. Importantly, SCHIP has dramatically improved access to care and decreased unmet need for children. 62 Unfortunately, re-authorization and/or expansion of SCHIP at the federal level faced substantial opposition from the executive branch in 2007.
19,63 SCHIP continues to be vulnerable, with current funding only temporarily extended via short-term continuing resolutions. Concurrently, in the United States, the number of uninsured children is dramatically increasing-one in five U.S. children in poverty is uninsured. 64 If SCHIP is not reauthorized, let alone expanded, many more children will face the pivotal barrier of uninsurance.
Low-income parents who overcome the uninsurance barrier to obtain insurance coverage for their children will still face concerns about gaining adequate access to the health care system. Public cost containment efforts continually target reductions in public health insurance payments to providers, forcing providers in turn to limit the number of publicly-insured patients they serve. This cascade affects access. Even if insurance coverage is attainable for some low-income families, many of them have difficulty accessing necessary health care services and cannot afford medical care costs. Broader and more comprehensive reforms, beyond those that incrementally expand coverage, are needed to ensure quality, cost-effective, integrated care for U.S. children and adults. 65, 66 
